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This study examines healthcare providers’ perceptions regarding 
experiences and factors that contribute to adherent and non-adherent 
behaviors to HIV treatment among women living with HIV infection in 
Puerto Rico and describes strategies implemented to improve adherence. 
Providers’ accounts revealed that women with HIV infection are living 
“beyond their strengths ” attempting to reconcile the burden of the illness 
and keep adherent. Factors putting women beyond their strengths and 
influencing non-adherence behavior were: gender-related demands, fear 
of disclosure, and treatment complexity. Strategies to improve adherence 
included: ongoing assessment, education, collaborative work, support 
groups, networking, disguising pills, readiness, and seeking medications 
outside their towns. Provider-patient interactions are critical for women ’s 
success and must assess cdl these factors in developing and providing 
health services. Key Words: HIV/AIDS, Adherence, Providers, Women, 
and Puerto Rico 


Introduction and Background 

The Human Immunodeficiency Virus (HIV), the virus that causes Acquired 
Immunodeficiency Syndrome (AIDS) continues to expand globally and, currently, the 
Caribbean countries, which comprise the Greater Antilles group, have the second highest 
prevalence of the epidemic in the world after Sub-Saharan Africa (Caribbean 
Epidemiology Centre, 2007). Currently, Haiti and the Dominican Republic form the 
epicenter of the HIV epidemic in the Americas and account for nearly three-quarters of 
the people living with HIV in the Caribbean (Caribbean Epidemiology Centre). The 
Island of Puerto Rico, which is also located in the Caribbean, to the east of the 
Dominican Republic, has been severely affected by HIV infection and AIDS. AIDS, 
representing the late clinical stage of HIV infection, which progressively damages the 
person’s immune system and eventually causes death, has affected 33,074 people and 
62% have died of AIDS complications (Puerto Rico AIDS Surveillance Program, 2009). 
The 15% of the reported AIDS cases have occurred among those 15-24 years old, 13% 
among those 45-54 years old, and 7% among those 55 and older. After the 
implementation of HIV reporting in Puerto Rico in 2003, the number of new infection 
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reported is 7,347, suggesting that HIV risk behaviors continues among our population 
(Puerto Rico HIV Surveillance Program, 2009). 

Women represent one of the largest percentages of newly infected HIV group in 
the world (Joint United Nations Programme on HIV/AIDS, 2007). Of the estimated 39.5 
million people living with HIV/AIDS, nearly half are women and girls (Henry Kaiser 
Family Foundation, 2007; Joint United Nations Programme on HIV/AIDS). In Latin 
America, it is estimated that of the 1.4 million people living with HIV, 30% are women, 
and 50% of the 420,000 people living with HIV in the Caribbean are also women (Pan 
American Health Organization, 2005). In Puerto Rico, women between the ages of 20-39 
years old are the fastest growing segment of the adult population acquiring HIV and they 
represent 24% of AIDS cases (Puerto Rico AIDS Surveillance Program, 2009). The most 
common means of transmission are unprotected heterosexual activity (61%) and sharing 
of needles for drug use (Puerto Rico AIDS Surveillance Program). These numbers are 
important because they show the epidemiological face of the disease with women being 
one of the most vulnerable groups. 

HIV infection is a very complex illness process that affects all facets of women’s 
lives including their physical, social, spiritual and psychological dimensions. These 
women must make a series of complex decisions concerning childbearing, treatment 
modalities, diagnosis, disclosure, family issues, and women’s role as family caregivers. 
One factor identified as impacting the course of HIV infection in women is their 
acceptance and use of prescribed drug therapies. Poorer antiretroviral adherence and 
more antiretroviral-related events have been reported among women (Ciambrone, 
Loewenthal, Bazerman, Zorilla, Urbina, & Mitty, 2006; Wood, Tobias, & McCree, 
2004). 

Adherence to antiretroviral regimens 

Since the introduction of antiretroviral treatment (ART) the HIV/AIDS related 
morbidity and mortality has declined among affected people. Research has showed that 
adherence to ART is necessary in order to achieve treatment effectiveness, virological 
suppression, and to slow the development and spread of drug-resistance viral strains 
among people with HIV/AIDS (Reynolds, 2004; Vervoort, Borleffs, Hoepelman, & 
Grypdonck, 2007). Adherence to treatment and clinical follow-up play a particularly 
crucial role in allowing women to achieve virologic, immunologic and clinical outcomes. 
While ART has been very effective suppressing viral replication and slowing disease 
progression, achieving a balance between adherence, the challenges related to the illness, 
and daily activities have been difficult for people living with HIV infection. Adherence to 
HIV medications is a dynamic process managed by patients and their healthcare 
providers, where health care decisions are negotiated around client’s beliefs, abilities, 
behaviors, lifestyles, and priorities (Frank, Waldron, Jerrett, Rowe, & Fisk, 1998). A 
commitment to lifelong ART requires a commitment of both the patient and the health 
care team. Some studies indicate that women in particular appear to have more difficulty 
with adherence to ART due to many numerous interacting phenomena including poverty, 
unemployment, social services needs for their family, family responsibilities, stigma, lack 
of housing, lack of social support, alcohol/substance abuse, and mental health concerns 
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(Chesney, 2003; Mills et al., 2006; Remien, Hirky, Johnson, Weinhardt, Whitter, & Le, 
2003; Stone et al., 2001; Wood et al., 2004). 

Given the importance of adherence, a consensus has been developing among 
researchers about the factors that influence adherence. These factors include treatment 
characteristics (Abel & Painter, 2003; Murphy, Roberts, Hoffman, Molina, & Lu, 2003); 
patient characteristics (Adam, Maticka-Tyndale, & Cohen, 2003; Hill, Kendall, & 
Fernandez, 2003; Wilson, Hutchinson, & Holzemer, 2002); and provider-patient 
interactions (Ammassari et al., 2002; Deschamps et al., 2004). Although all of these 
factors are relevant for medication adherence in people with HIV infection, provider- 
patient interactions seem to be a key determinant of a patient’s success in adhering to 
regimens (Bakken et al., 2000; Heyer & Ogunbanjo, 2006; Wagner, Justice, Chesney, 
Sinclain, Weissman, & Rodriguez-Barradas, 2001). These studies have documented the 
importance of quality and effective communication in the provider-patient relationship, 
which influences the patient’s attitude and understanding toward his/her illness and 
therapeutic regimen. 

Patients who receive comprehensive information about an ART regimen tailored 
to their lifestyles and beliefs, who have access to culturally sensitive services, social 
support, and who have an open and non-judgmental dialogue with their health care 
providers (Fogarty Roter, Larson, burke, Gillespie, & Levy, 2002; Roberts, 2002) are 
more likely than others to be adherent to both ART and clinical follow-up. While the 
above mentioned studies suggest that provider-patient interactions seem to be a key 
determinant of a patient’s success in adhering to regimens, to date, little is know about 
providers’ perspectives working with women with HIV infection in Puerto Rico. In an 
effort to contribute to the literature on women with HIV infection, this pilot study 
focused on providers’ perceptions regarding factors that contribute to adherence and non- 
adherence behavior of women infected with HIV/AIDS in Puerto Rico. 

Methods 


Protection of human subjects 

This study received the approval from the Committee on the Protection of Human 
Subjects at the University of Puerto Rico and the University of California, San Francisco 
(UCSF), California. The research team was composed of the principal investigator, a Co- 
investigator from UCSF, and two doctoral level psychology students with experience 
conducting interviews and previous participations in qualitative research. The research 
team also completed training on the Health Insurance Portability and Accountability Act 
(HIPAA) and protection of human subject participants in research. The interviewer 
provided verbal and written information about the purpose of the study, the sponsoring 
institution, and obtained a written informed consent from participants. Participants 
received a copy of the signed informed consent form. Interviews were scheduled at 
participant’s convenience and conducted in a private room at their place of work. No 
personal or identifying information was retained within the transcripts and all tapes were 
destroyed after transcription. No financial incentives were provided. 



Marta Rivero-Mendez, Carol Dawson Rose, and Solymar Solis-Bdez 


235 


Qualitative research approach 

Due to the exploratory nature of this research, our study adopted a qualitative 
approach to describe the providers’ perceptions, experiences and factors that contribute to 
adherent and non-adherent behaviors to ART among women living with HIV infection in 
Puerto Rico. In-depth interviews were employed as the method of data collection to better 
understand providers’ perspective in great detail and elicit their experiences with women 
living with HIV/AIDS (Greenhalgh & Taylor, 1997; Strauss & Corbin, 1998). Strauss’ 
and Corbin’s guidelines were used to inductively analyze interview data, identify existing 
themes and patterns that emerged from data and to generate analytical categories. 
Detailed handwritten notes were taken during the course of each interview. 

Participants 

A State Public Health Department ambulatory clinic involved in HIV care of 
people with HIV infection in Puerto Rico was contacted. A collaborative agreement was 
developed between the research team and the organization. The clinic director made 
announcement about this study. Ten providers (two nurses, three physicians, three case 
managers, one health educator, and one psychologist) were purposely selected to 
represent a range of professionals working in HIV care, and who offer treatment to low- 
income persons within a multidisciplinary focus. This type of sampling was useful 
because the selected participants were those whose qualities or experiences will illustrate 
or highlight a phenomena (Polit & Beck, 2006). When approached, participants were 
aware of this study and were invited to participate if they met the following inclusion 
criteria: (a) were healthcare providers including physicians, nurses, case managers, health 
educators, and psychologists, (b) had clinical experience working with Puerto Rico 
women who are HIV positive, (c) have provided care related to HIV medication 
adherence for at least three years, and (d) willing to participate in this study. Descriptive 
characteristics of the ten health care providers who participated in the interviews can be 
seen in Table 1. 

Table 1 

Demographic of Participating Healthcare Providers 


Characteristics 
Gender 
(female/male) 
Age distribution 
(mean and range) 
Ethnicity 
(Hispanic) 
Specialty 
Nurse 
Physician 
Case manager 
Health educator 


n = 10 


(6/4) 

42 (23-59) 

10 

2 

3 

3 

1 
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Psychologist 1 

Years treating women with 

HIV/AIDS 

(mean) 5 

Procedures and analysis 

Participants were interviewed face-to face and interview lasted around one-and-a- 
half hour. Prior the interview, demographic data was collected using an existing 
Minimum Data Set (MDS) questionnaire created by UCSF containing general 
demographic information such as participants’ age, gender, years of formal education, 
type of provider that they are, and years treating patients with HIV/AIDS. 

Each provider was interviewed once in Spanish, in a private place in the clinical 
setting where the participant worked. The interview guide consisted of seven broad 
questions. This interview guide served to maintain a minimum level of uniformity in the 
topic that was explored during the interviews. This guide included the following 
questions : 

(1) What were their perceptions of their experiences treating women with 
HIV/AIDS? 

(2) How do they feel about women’s capability of taking medication as it 
has been prescribed? 

(3) What resources and strategies are used by these women to make 
decisions about antiretroviral therapy? 

(4) What factors as a healthcare provider perceive as barriers for women’s 
adherence to treatment? 

(5) What factors do they perceive as facilitators? 

(6) What are some of the criteria used to assess women for initiation 
and/or continuation of treatment 

(7) What are some of the strategies implemented in the clinic to improve 
adherence with antiretroviral therapy regimen? 

Probes were used in each question to clarify providers’ responses and to elicit 
more complete responses to the questions. The Interview Guide is included at the end of 
this paper. The interviewer recorded the interview in audiotape and also took detailed 
handwritten notes. The notes documented the type of participant, environmental 
surroundings, key aspects of the interview, emerging themes, non-verbal cues as well as, 
start and end times. These additional notes served as key part of the analysis. Purposeful 
sampling of providers having experience with women with HIV/AIDS allowed us to 
reach data repetitiveness and informational redundancy. Data no longer provided any new 
information to develop categories (Byrne, 2001; Creswell, 2005; Strauss & Corbin, 
1998). In qualitative studies, redundancy is generally achieved with a small number of 
participants (Polit & Beck, 2006). In this study, informational redundancy occurred with 
the seventh interview; however, we conducted three additional interviews to assure 
saturation. It was found again that providers' experiences were captured by the existing 
themes or categories. 
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The two doctoral students transcribed the interviews verbatim. The principal 
investigator checked the transcripts against the taped version of interviews to ensure 
accurate and authentic reproductions of participants’ accounts and conducted content 
analysis manually. The following coding scheme illustrated below was used to code the 
interview data. The transcripts were first read line-by-line and paragraph- by- paragraph. 
Important passages of the interview were noted in the margins. A list of categories was 
then generated for each question, grouping each specific response by the major topics 
referred by the participant. The initial categories were then refined until considered 
adequate to reliably represent that set of responses (Strauss & Corbin, 1998). All the 
participants’ responses were then coded to these finalized categories. These categories 
were gradually modified or replaced during the subsequent stages of analysis. The 
emerging categories were compared with each other to ensure that they were mutually 
exclusive and covered the behavioral variations (Hutchinson, 1986). When concepts 
emerged during data analysis, the literature and pertinent documents were used as an 
ongoing process for clarification and expansion of the emerging categories. Memos were 
written to document the researcher’s ideas and analytical process about the data and the 
coded categories, to keep record, and to organize the results of the analysis (Strauss & 
Corbin). Memos were also sorted and ordered to organize data and ideas. 

Procedures for ensuring trustworthiness 

The credibility, “how vivid and faithful the description of the phenomenon is” 
(Beck, 1993, p. 264), was assured by transcribing each interview verbatim and verified 
by the researcher to assure accuracy of the typed transcripts against the original 
recording. At the end of each interview, providers were asked to add anything else they 
wanted to tell about the experience taking care of women with HIV. Maintaining detailed 
handwritten notes were used in data analysis and were helpful to understand the 
participants’ context. After the researcher’s interpretation of the data, peer checking was 
used to ensure that the researcher’s findings accurately represent participants’ realities. 
Three interviews were translated into English by one of the doctoral students and re- 
analyzed by the second researcher of this study who has expertise in qualitative methods 
and HIV/AIDS research and by another researcher not familiar with the study, but who 
had experience in conducting research with the HIV population. This strategy helps to 
assure some auditability in this study (Lincoln & Guba, 1985; Sandelowski, 1986). The 
theoretical validity of this study was addressed by using the constant comparison method 
proposed by Strauss and Corbin (1998) in which emerging relationships between 
categories where compared to each other to assure they were mutually exclusive. 
Fittingness, refers to the generalizability of qualitative study findings, although non- 
quantitative sense. Sandelowski (1997) suggests that in qualitative research, emphasis is 
placed on idiographic or naturalistic generalizations or conclusions that are drawn from 
and about cases. Describing provider’s perspective of their experiences and processes in 
treating women with HIV/AIDS and the phenomenon of adherence may not be 
generalizable to all population. However, these descriptions provide some direction for 
providers, to generate recommendations that would guide the development of tailored 
approaches and interventions on ART among women living with HIV/AIDS. 
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Findings 

We organized providers’ verbalizations of their perceptions based on experiences 
interacting and communicating with women with HIV/AIDS regarding factors that 
contribute to adherence and non-adherence into a dominant theme called “beyond their 
strengths” and three related themes. The central theme “beyond their strengths” was 
repeatedly stated by several health care providers (n=6) and was expressed in terms of a 
complex process of functioning as women find out the HIV diagnosis and occurring on a 
day-to-day basis as women attempted to reconcile the burden of the illness and keep 
adherent to ART. Factors that put women “beyond their strengths” and influence non- 
adherence behavior were clustered in three significant themes: (a) gender-related 
demands, (b) fear of disclosure, and (c) dealing with treatment complexity. In Table 2 we 
describe each of these categories. Along with these themes, strategies and providers’ 
characteristics used to improve adherence behavior were explored and addressed. 

Table 2 

Description of Central Category and Themes of Analysis 


Central Category and Themes 
Beyond their strengths 


Gender-related demands 


Fear of disclosure of HIV/AIDS status 


Dealing with treatment complexities 


Description 

In this central theme we include the providers’ 
conceptualizations of beyond their strengths as 
related to women living with HIV/AIDS 
In this theme we included verbalizations 
addressing participants’ perceptions on how 
gender plays a significant role in women’s 
adherence and non-adherent behavior 
In this theme we include verbalizations where 
providers’ describe their experience with 
women who manifest fears of being 
stigmatized 

In this theme we include verbalizations where 
described how ART requirement interferes 
with women’s adherence 


Gender-related Demands 

In this category we included verbalizations addressing providers’ perceptions on 
how gender plays a significant role in women’s adherence and non-adherent behavior. 
When providers’ were asked about their experiences treating women with HIV/AIDS 
infection, all felt that being a woman influenced a person’s ability to deal with the illness, 
initiate treatment and be adherent to prescribed medication regimens. Compared to Puerto 
Rico men, providers reported that HIV/AIDS illness affects women more negatively 
because as part of the societal cultural norms and structure, they are required to take 
responsibility of care for her home, partner, children, and family members, as well as 
others, first. Two different providers, a male health educator and a female physician 
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described respectively their experiences treating women and pointed out this gender 
imbalance: 

In our culture, men can go out and [they] don’t have to give much 
explanation about where they are going and that makes the process of 
going out and getting their medication easier for them... But there are 
women who have a very difficult time leaving the house and going out 
without having to give an explanation. 

I see a woman [at the clinic] who is in school; she is a single mother with 
two children... She also works and helps her children with their 
ho me work... and does things around the house. Sometimes she is unable to 
remember-to take the medications. It is very difficult having an HIV 
diagnosis because of women’s multiple roles in society. These women are 
single mothers, who also have many children to take care of, as well as 
other family members and their partners. 

Some providers (n=3) suggested that women who adhere well to their medications do so 
because they feel responsible for others. Family was mentioned as the principal motivator 
for women to stay adherent to treatment. They informed that a substantial proportion of 
women are diagnosed when they get pregnant but one of the challenges providers 
confront with these women is that are reluctant to take medication because of the possible 
effects on the pregnancy. Providers, however, also use the pregnancy as a motivator to 
influence women’s decisions regarding antiretroviral therapy and to promote adherence. 
Ciambore et al. (2006) reported that support from family members and women’s 
concerns about the health of the unborn child were two facilitators of adherence. One 
female physician gave the following example: 

They have to take care of themselves in order to care of their baby and 
have the knowledge that the medication lowers the risk of infection for the 
baby. 

According to all interviewed providers, in Puerto Rico, many women who are 
HIV positive are young, marked with material issues, financial problems, lack of 
transportation, low levels of education, and do not know how to access HIV/AIDS 
services to seek health care. These issues were identified by providers as barriers for 
women to engage in on-going care, and to initiate and maintain adherence to ART 
regimens. When asked about criteria implemented to work effectively with women for 
initiation and continuation of ART in the context of these issues, descriptions of three 
mutually related strategies were provided: information gathering assessment, education, 
and collaborative work. Information gathering assessment is done in all settings, whether 
women arrive by referral or by word of mouth. For providers this is an important process 
and communication must be “clear” because this is the time when they identify: 
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what women know about the diagnosis, who knows it and is supporting 
her, how their family lives, how her lab work is, and what are her options 
for medications. 

One case manager gave the following example: 

...for us, it is very important to know who the woman lives with, whether 
or not she is a mother, whether she works and has children... for this 
particular person [last] we need to select a simpler regimen. 

Two of the most frequently challenges confronted by most providers (n=6) is that many 
of the women they treat are not prepared for the HIV diagnosis and initiation of the 
antiretroviral treatment. Two different providers, a nurse and a physician described the 
strategies used: 

We wait, because when the person is prepared, this facilitates things 
because we know that she will be more adherent... 

when the CD4 count [the receptor for HIV, enabling the virus to gain 
entry] are low and viral load high, then we are more direct and tell them 
that they need to begin treatment. 

Another means of getting information is by making arrangements for the women to be 
seen by providers from different disciplines. Providers repeatedly mentioned the words 
“treat women as a person”, “be sensible”, and “team work” meaning: “I help you and you 
help me” and “dual commitment” as key components that facilitate a successful initiation 
and continuation of treatment. 

Education and collaborative work were described as essential strategies when 
giving individualized information to women in order to assist them in making decisions 
about medications and this “working together” helps women maintain a sense of control 
over some aspects of their lives. Providers were aware that women see them as an 
important source of information. For some providers three important things are key when 
working with women to facilitate adherence: “establishing rapport” being “always 
accessible” and providing a “good education. ” From a psychologist’s point of view, the 
education and collaborative work between providers from different disciplines must 
occur in every encounter with the women. One case manager summed up this perspective 
in the following way: 

If they understand their condition and are well informed, they will be able 
to make decisions... we educate them continuously and in our clinic 
everyone [staff] is involved and speaks the same language. 

All providers interviewed expressed that, to be effective in working with women with 
HIV/AIDS, they must be fully open, meaning being sincere and honest, and have a 
trusting relationship with them. They feel it is appropriate to “show love”, “be a friend”, 
and “being emotional by expressing their own feelings openly and without any reserve” 
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to women’s when a difficult situation arises. Being emotional is best described vividly 
by one female physician when she remembered the day when she was asked to help one 
woman disclose her diagnosis to her partner: 

It was an incredible emotion because he showed her so much love... I 
looked at them and tears were streaming down my face and she said 
“Dr.?”. . . And I told her, “I have the right to be emotional with you.” 

A male case manager described how he expresses his love to the patients; 

I have patients that see me as a father-figure. . . if I have to lie down on bed 
with them while they are receiving treatment, I do it... I hug and kiss them. 

The providers’ interviewed felt that it was appropriate to “go a bit further” with their 
HIV-positive patients because they have found that it helps the patients trust them more 
and share information more openly with them. 

Fear of disclosure of HIV/AIDS status 

Providers understood that women are aware of the stigmatized meaning attached 
to HIV/AIDS and Puerto Rico society’s negative stereotypes of persons living with 
HIV/AIDS. Many providers reported that women were not only concerned about their 
many issues affecting their lives, their responsibilities to family, partners, and relatives, 
but also avoid the effect of social stigma attached to their illness and potential 
discrimination resulting from the disclosure of their status. HIV/AIDS has fostered 
several responses in society, which include social stigma expressed by prejudice, fear, 
discrimination, and rejection of people and their fa mi lies (Goffman, 1963; Ruiz-Torres, 
Cintron-Bou, & Varas-Diaz, 2007). Additionally, stigmatization has been recognized as a 
major influence in treatment and care of people living with HIV/AIDS (Madru, 2003; 
Relf, Mallinson, Pawlowski, Dolan, & Dekker, 2005; Surlis & Hyde, 2001; Varas-Diaz, 
Toro-Alfonso, & Serrano-Garcia, 2005). Although in the Puerto Rico culture, family 
historically is described as loving, caring, and nurturing, Roldan (2007) pointed out that 
in the presence of HIV/AIDS, people in Puerto Rico are responding in a way that runs 
contrary to this culture’s strong value. In response to the social stigma, several providers 
made reference to examples to evidence women’s fears of stigma, for example, 

women who are reluctant to make a decision to initiate medication, 
women who come from one town to get their medications in another, 
women who are taking medications and no one knows that they have the 
condition, and women who have children and who do not want them 
finding out so that they [children] don’t suffer 

The decision to conceal the diagnosis as a self-protective strategy to avoid social 
stigma and family rejection was perceived as a challenge for women’s access to ongoing 
services. These were the answers given by two providers concerning the disclosure issue: 
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Not revealing the HIV/AIDS status is detrimental for women. I had this 
divorced women with three children, and no one knew about her 
condition... She had fear and used to be in and out of the clinic. We lost 
her and we do not know about her whereabouts. 

The disclosure of the diagnosis is very important... The family is very 
important because they help her to get here, the same if it is their romantic 
partner, because they don’t have to hide in order to receive services. 

Providers shared the strategies implemented in their clinic to help maintain 
adherence to antiretroviral medications and protect women if no one knows about their 
HIV status. Among the strategies reported were: 

■ Support groups to help women feel secure, that they are not alone 
in this process, and to learn specific strategies to care for herself. 

■ Create a network within the family unit, where they can help each 
other. 

■ At home and work they recommend putting their pills in different 
bottles so they cannot be identifiable to others. 

■ Seeking alternatives places to obtain for outside their town. 

Using these strategies, providers have found that as soon as women feel that they 
have some control on the issue of disclosure, everything in their lives change and this 
helps them become more responsible for their health. 

Dealing with Treatment Complexities 

All providers recognized that the requirement to adhere to a complex, difficult, 
time-consuming, regimen that interferes with daily activities and gender demands it is 
always difficult to women living with HIV infection. In dealing with treatment 
complexities, women are required to take multiple daily doses, make significant 
adjustment in their daily life, have extensive food restrictions, and additionally, face the 
toxicity and side effects of ART (Chesney, 2003). Adherence to HIV treatment regimen 
is a core element for viral suppression. If the virus is allowed to mutate into drug resistant 
strains, the treatment regimen can become ineffective, which reduces treatment options 
both for the non-adherent women and for any partners they may infect with these strains 
(Pilcher, Eron, Galvin, Gay, & Cohen, 2004). Because of this reality confronted by 
women’s, providers described the need for personalized antiretroviral regimens and the 
need for a clear negotiation with women. For example, it was the general consensus of 
providers that treatment should be delayed and negotiated until a woman is ready to 
adhere. Among the interventions considered by providers when working with women, the 
first is to establish “readiness”. Information gathering assessment made in first meetings, 
help providers establish the degree of readiness and willingness that women have to 
integrate a new behavior into their daily living in order to optimize adherence. The 
second step is to consider a simple medication regimen. One -provider remarks, 
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...first they are evaluated, orientation is provided about the medications 
that they will be taking, where they can get them and how they should be 
taken... It is voluntary decision. ...If the woman decides at any moment 
that they want to stop treatment, they are allowed to, regardless of the 
reasons but they are also counseled about the consequences. 

Even when women attempt to keep a true compromise to ART regimen, providers’ 
recognized that “they [the women] get to the point in which they are tired of taking 
medications and they decide to stop the treatment.” They have indicated that because 
women trust their providers, they usually tell them when their decision is made. At the 
same time, since, providers define themselves as “helpers”, when things like these 
happens, they are not judgmental, and use the strategy of giving “observed” time to 
women to see what happen. 

Some providers’ also mentioned the difficulty women encounter accessing their 
medications through the health care system. A nurse provider said: “It’s difficult to 
receive medications at the local pharmacy”... there is a high volume of patients waiting 
for the same medication... services and processes are more difficult now.” A case 
manager reported, 

Because the health care reform program sometimes the primary physician 
approves a prescription, but the insurance does not always cover it [the 
ART regimen] and patients can not pay high deductibles of $200-300. 

Some providers’ (n=3) identify such a high co-payment for ART as a lack of 
sensitivity to people suffering from HIV infection. 

Four providers were especially concerned with women that have one or more of 
the following characteristics: adolescents, low literacy, drug users, learning disabilities or 
mental retardation. They have found that these women demonstrated greater difficulties 
in following their medication schedule. In adolescents, these providers recognized that 
trying to convince this population about the importance to be adherent: 

it is not an easy task ...we have many barriers, its not just to say take it 
because it is for good for your health. That does not work with them. . . 

They are taking many medications and because of their ages and lifestyles, 
promoting adherence, which is a structured activity is very difficult for 
this population. 

A physician commented that among drug-using women, treatment takes a “ backseat to 
the drug use ” , but when they are clean, ‘‘they do well. ” Even when women have low 
literacy, learning disabilities or mental problems, providers’ work closely with them 
providing education in a simple way, using pictures, drawings, and charts to show them 
the necessity of health care services and day-by-day assistance with ART adherence. 
Similarly, Andersen et al. (2003) have demonstrated the effectiveness of using a 
personalized nursing care process among clients diagnosed with HIV, mental illness, and 
substance abuse by linking them to health care providers and using strategies to promote 
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retention in health care. Figure 1 offers a visual representation of the central major 
categories, strategies and provider’s characteristics discussed in this paper. 


Figurel. Visual representation of central theme, major categories contributing to non- 
adherence behavior, providers’ characteristics, and strategies to promote adherence 
among women’s with HIV/AIDS 



Provider’s 

Characteristics 

• Trust 

• Fully open 

• Show love 

• Be friend 

• Be emotional 

• Go a bit further 

• Non-judgmental 

• Supportive 

Provider’s Strategies 

• Information 
gathering 
assessment 

• Readiness 

• Education 

• Collaborative work 

• Support group 

• Network within the 
family unit 

• Simple medication 
regimen 

• Putting pills in 
different bottles 

• Use reminders 

• Seeking alternative 
places for treatment 


Discussion 

In light of the increasing numbers of women with HIV in Puerto Rico, and the 
multiple issues they confronted, make adherence particularly difficult. In this pilot study, 
the providers were likely to report strong feelings about the complex process of daily 
functioning of women living with HIV/AIDS infection that keep them “beyond their 
strengths” trying to deal with the burden of the illness and keep adherent to ART. The 
providers established the gender demands, fears of disclosure of the HIV/AIDS status, 
and treatment complexities as the main influencing factors for women’s adherence. 
Several providers expressed that for women having HIV infection in their lives and 
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responding to traditional gender expectations, make it challenging for them to focus on 
their health and follow nearly perfect adherence to antiretroviral therapy. In accordance 
to what other studies have found, providers in this study recognized that gender demands 
play an integral role in determining women’s vulnerability to infection, their ability to 
access care, support, treatment, and their ability to cope (Anderson, Marcovici, & Taylor, 
2002; Gupta, Whelan, & Allendorf, 2003; Ingram & Hutchinson, 2000; Misener & 
Sowell, 1998; Russell, Alexander, & Corbo, 2000). In this study, family and pregnancy 
were two main motivators identified by providers that influence women’s decision to stay 
adherent to treatment. This is because “familismo” has a fundamental role in Puerto 
Rican culture and family is seen as the most important social unit and its structure 
extends far beyond the nuclear family. Within the context of traditional familism, 
Hispanic women and recognize and value family and children and bear responsibility as 
the primary source of care for the entire family (Sabogal, Marin, Otero-Sabogal, Vanoss 
Marin, & Perez-Stable, 1987). A high level of perceived family support and having 
someone to live for is the most essential dimension of Hispanic familism and extremely 
important in terms of patient adherence (Murphy, Roberts, Martin, Marelich, & Hoffman, 
2004). Another recurrent theme was related to the fear of revealing the diagnosis, which 
significantly adds to the complexity surrounding gender demands by placing a burden on 
women’s lives. Although the fear of stigma permeates these women’s lives and affects 
their adherence, disclosure of the diagnosis was very important for providers in this study 
because, many have had experiences in their clinic that show that women are less 
depressed and more adherent when receiving support from their family and partners. In 
addition, when women reveal their diagnosis they do not have to hide to receive services, 
which in turn promote their access to care on an ongoing basis. The revelation of 
diagnosis to family, partners, and friends can both improve adherence and be 
empowering to women with HIV infection. Establishing assistance programs for the 
discussion of women’s perceptions of stigma and the process of diagnosis revelation 
needs to be expanded in Puerto Rico. 

Literature shows that the provider-patient relationship is a key component that can 
positively influence adherence. A relationship with a provider that is based on trust, 
consistency, access, and continued interaction has been identified as being important to 
promote and improve adherence (Abel & Painter, 2003; Altice & Friedland, 1998; 
Murphy et al., 2003; Reynolds, 2004; van Servellen et al., 2005). In this study, providers 
also believe that it is important for women to have a trusting relationship with them, that 
they must be accessible, non-judgmental, and supportive to women. One key difference 
between providers elsewhere and those in Puerto Rico is that whether a provider is a man 
or a woman, they have no problem crossing the line of a structured therapeutic 
relationship and go a bit further to show love and emotion and be a friend to the women. 
This strategy seems to positively influence women’s sense of trust and it also encourages 
them to share information more openly with providers. These behaviors could be 
explained as part of a cultural value called “personalismo” in Puerto Rico. Personalismo, 
the need to relate to people and not to institutions (Rogler & Cooney, 1984) goes beyond 
the traditional medical model approach of providing care from a presumably objective 
and emotionally neutral position. Among Hispanic/Latinos, “personalismo” accords great 
value to personal character and inner qualities, and represents a preference for people 
within the same ethnic group (Marin & Marin, 1991). In social relationships, warmth, 
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trust, and respect form the foundation for interpersonal connectedness, cooperation, and 
mutual reciprocity (Flores, Eyre, & Millstein, 1998; Gloria & Peregoy, 1996). Providers 
must evaluate the practicability of “personalismo” and work within this traditional 
concept in addition to existing educational, behavioral, and cognitive interventions to 
promote adherence on these women. Additionally, researchers must be familiar with 
these values because they may affect the process and outcome of working with women 
with HIV/AIDS infection and adherence. 

The study has several limitations, which include a small sample, and a 
heterogeneous group of providers serving women living with HIV/AIDS. Even with the 
small number of participants and the heterogeneity, the themes that emerged and the 
strategies used by some Puerto Rican providers to promote adherence in women cannot 
be ignored. Although findings cannot be generalized to all providers working with 
women with HIV, they may be transferable to others providers in similar situations 
(Lincoln & Guba, 1985) and also provide some guidelines that can be taken into 
consideration when addressing the issue of adherence among women living with 
HIV/AIDS in Puerto Rico. Considerations for future research include: (a) expanding the 
study size but keeping the heterogeneity to further explore the provider’s experiences; (b) 
conducting further research using mixed-method approaches to collect additional 
information; and (c) creating culturally sensitive and non-judgmental interventions 
tailored to Puerto Rico women’s lifestyles and beliefs, to promote and enhance ART 
adherence. 
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Appendix 

Semi-structured Interview Guide used with Health Care Provider’s 

(1) What are the providers’ perceptions of their experiences treating women with 
HIV/AIDS? 

(Probe: Opening Question: What is the process of how women are assigned to you? 
How do they become your patients? Can you tell me about your experience (s) 
treating women with HIV infection? Are the women different than the men that you 
treat? How they are different? Lifestyle? Life circumstances? Children?) 

(2) How do they feel about women capability of taking medication as it has been 
prescribed? 

(Probe: Can you tell me a story or give me a specific example of a situation where a 
woman patient of yours had difficulty taking the antiretroviral medication that was 
prescribed? What got in her way? How is this different from men?) 

(3) What resources and strategies are used by these women to make decisions about 
therapy? 

(Probe: Tell me how decisions are made about which medication to use?) 

(4) What factors as a healthcare provider perceive as barriers for women’s adherence to 
treatment? 

(Probe: What are some of the challenges that women have taking their medications? 

(5) What factors do they perceive as facilitators?) 

(Probe: What are some of the things (supports) in woman’s life that helps women to 
keep adherence with their HIV treatment? Can you tell me a story or a specific 
example of a situation where a women patient of yours was successful adhering to her 
HIV medication treatment? What do you think helped her? How is different than 
from men?) 
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(6) What are some of the criteria that are used to assess women for initiation and/or 
continuation of treatment? 

(Probe: I want you to compare your experience treating men with your experiences 
treating women, what are your criteria for initiating or continuing medication? 7) 
What are some of the strategies implemented in the clinic to improve adherence with 
antiretroviral therapy regimen in women?) 

(Probe: What has been implemented in the clinic or in your practice to improve 
adherence with antiretroviral medication for women specifically?) 

Closing question: Is there anything else you want to tell me about your experience 
taking care of women with HIV? 
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